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Background:	 Patient	 involvement	 in	 the	 decision-making	 process,	 especially	 for	
chronically	ill	elderly	patients,	has	become	an	important	element	of	patient-	centred	
primary	 care	 in	many	 countries,	 including	 the	Netherlands.	 This	 study	 openly	 ex-
plores	different	perspectives	of	patients,	informal	caregivers	and	primary	care	pro-
fessionals	on	patient	involvement	in	primary	care	team	interactions.
Methods:	 Sixty-	four	 qualitative	 semi-	structured	 interviews	 with	 chronically	 ill	 el-
derly	patients,	informal	caregivers	and	primary	care	professionals	from	various	disci-




level	 of	 patient	 involvement.	 Three	 challenges	 impact	 patient	 involvement	 in	 the	
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1  | INTRODUC TION
In	the	last	two	decades,	health	care	has	moved	from	a	paternalistic	
professional-	centred	model	 towards	 a	 patient-	centred	 care	model	
that	tailors	care	to	patients’	needs,	values	and	experiences.1-3	Patient	
involvement,	defined	as	“enabling	patients	to	take	an	active	role	in	
deciding	 about	 and	planning	 their	 care,”	 is	 part	 of	 patient-	centred	
care	and	increasingly	pursued	in	many	countries.4,5	The	fast-	growing	
literature	 on	 patient	 involvement	 in	 the	 decision-making	 process	








Building	 on	 such	 studies,	 this	 study	 contributes	 to	 the	 litera-
ture	by	exploring	patient	 involvement	 in	 the	decision-making	pro-
cess	during	 interactions	between	patients,	 informal	caregivers	and	






The	patient	can	be	seen	as	 the	single	binding	 factor	of	 the	pri-
mary	care	team,	as	actual	care	delivery	should	depend	on	a	patient’s	
specific	wishes	and	needs.11,12	Various	patient	 involvement	models	










sionals	do	not	 regard	 the	patient	or	 informal	caregiver	as	 full	 team	
members	and	ignore	their	vital	knowledge.12,14	Thus	patients	and	in-
formal	caregivers	sometimes	feel	left	out	or	unheard.4,20
1.1 | Focus and aim of the study
This	 study	 focuses	 on	patient	 involvement	 in	 the	decision-making	
process	 for	 chronically	 ill	 elderly	patients.	Given	 the	 rapidly	 rising	
prevalence	of	these	patients,	their	 involvement	is	found	to	be	par-






as	 is	often	 the	case	 in	 the	 literature.4,14,22	 Instead,	we	analyse	 the	
perspectives	 of	 all	 three	 actors	 (i.e.	 patients,	 informal	 caregivers	
and	 professionals)	 on	 their	 interactions	 by	 not	 merely	 examining	
patient-	professional	 or	 patient-	informal	 caregiver	 interactions	 as	
have	been	studied	before.6,9,19,23,24	We	also	explore	the	influence	of	
interactions	among	multiple	professionals	from	different	disciplinary	
backgrounds	 and	 among	 multiple	 informal	 caregivers	 on	 patient	
involvement.
Thus,	 the	 aim	 of	 this	 study	was	 to	 openly	 explore	 the	 per-
spectives	 of	 patients,	 informal	 caregivers	 and	 primary	 care	
professionals	on	patient	involvement	in	the	decision-making	pro-
cess	 in	 primary	 care	 team	 interactions.	 Our	 research	 question	
is:	What are the perspectives of patients, informal caregivers and 
primary care professionals on patient involvement in the decision 
making process in primary care teams?	 It	 is	 important	 to	 expand	
the	 knowledge	 on	 the	 relational	 elements	 influencing	 patient	









within	 their	 own	 “life-	world,”	 meaning	 the	 interactions	 between	
patients,	 informal	caregivers	and	professionals.25	We	followed	the	
consolidated	 criteria	 for	 reporting	 qualitative	 studies	 (COREQ)	
(Table	1).26
This	study	defines	primary	care	teams	as	a	platform	of	inter-
action	 between	 patients,	 informal	 caregivers	 and	 primary	 care	
professionals.	Research	shows	that	various	primary	care	profes-
sionals	 become	 team	members	 depending	 on	 the	 course	 of	 the	
patient’s	illness	and	suggest	that	patients	and	informal	caregivers	
should	also	be	 seen	as	 team	members.11,18,27	We	did	not	exam-
ine	 teams	 as	 a	whole	 (i.e.	 one	 specific	 patient,	 his/her	 informal	
caregiver	 and	 all	 professionals	 involved).	 Rather,	 we	 aimed	 to	
openly	explore	the	perspectives	of	the	potential	“team	members”	




views	with	 elderly	 patients	 (n	=	19),	 informal	 caregivers	 (n	=	10)	
and	 primary	 care	 professionals	 (n	=	38)	 who	 were	 as	 follows:	
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Our	 study	 protocol	 (No.	MEC-	2017-	207)	was	 reviewed	 by	 the	




The	 first	 author	 (i.e.	 KD;	 primary	 researcher)	 collected	 the	
data.	 Prior	 to	 the	 study,	 the	 researcher	 had	 no	 established	
TABLE  2 Characteristics	of	patients	(n	=	19)
Patients Age Gender Chronic condition(s) Informal caregiver
Most involved primary care 
professionals
1 62 Male Paraplegic,	hearing	disability Spouse GP,	(district)	nurse




3 75 Female COPD,	Parkinson’s	disease Spouse GP,	physiotherapist,	(district)	
nurse





















9 81 Female Asthma,	hearing	disability Daughter GP,	(district)	nurse




11 83 Female Asthma,	rheumatic	disease Son GP,	geriatric	specialized	nurse,	
(district)	nurse




13 85 Male Stroke,	arthritis,	hypertension Daughter GP,	physiotherapist,	(district)	
nurse
14 87 Female Osteoporosis,	heart	failure Daughter GP,	occupational	therapist,	
physiotherapist,	(district)	nurse




16 89 Female Rheumatic	disease Daughter GP,	physiotherapist,	(district)	
nurse
17 90 Female Diabetes,	heart	failure Granddaughter GP,	geriatric	specialized	practice	
nurse,	physiotherapist,	(district)	
nurse




























ers	 who	 would	 also	 be	 suitable	 for	 this	 study,	 asking	 for	 their	
consent	 to	 be	 contacted	 by	 the	 researchers.	 Subsequently,	 the	
people	who	consented	were	approached	by	 telephone	or	email	
and	 all	 agreed	 to	 take	 part.	 Interviews	 lasted	 until	 no	 new	 in-
sights	were	offered	(i.e.	data	saturation).
2.3 | Interviews and study procedure
The	interviews	took	place	at	the	participant’s	preferred	location	and	
lasted	between	40	and	90	minutes.	The	informal	caregiver	of	patients	






anonymously.	 At	 any	 time,	 respondents	were	 allowed	 to	withdraw	
their	consent	and	end	the	interview.	None	withdrew	their	consent.
The	semi-	structured	interviews	were	conducted	in	person.	The	
primary	 researcher	developed	 the	 topic	 lists	 and	 interview	guides	
and	 revised	 these	 following	 inputs	 from	 the	entire	 research	 team.	






answers	 from	 real-	life	 situations.	 Table	5	 provides	 a	 selection	 of	
questions	asked	in	the	interviews.
2.4 | Data analysis













Several	 steps	 were	 undertaken	 to	 comply	 with	 the	 five	 quality	
criteria	 for	 trustworthiness	 of	 qualitative	 research	 (i.e.	 credibility,	
transferability,	 dependability,	 confirmability	 and	 reflexivity).30 To 
























Informal caregivers Age Gender
Relationship 
to patient
1 57 Female Daughter
2 60 Male Daughter
3 65 Female Spouse
4 71 Female Spouse
5 73 Female Spouse
6 75 Male Spouse
7 77 Male Spouse
8 77 Male Spouse
9 79 Male Spouse
10 87 Male Spouse
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3.1 | Who is considered part of the team?
























viding	 emotional	 support	 to	 patients,	 encouraging	 self-	management	
and	taking	over	care	tasks.	Although	none	of	the	informal	caregivers	
specifically	 identified	themselves	as	team	members,	the	majority	ex-





















Number of years as 
professional employment
General	practitioners
1 34 Female 3
2 40 Female 15
3 43 Male 10
4 44 Female 16
5 57 Female 35
6 58 Male 32
Physiotherapists
1 24 Female 1.5
2 31 Female 9
3 34 Male 34
4 37 Female 20
5 41 Male 14
6 51 Female 30
7 63 Female 39
(District)	nurses
1 23 Female 2
2 27 Female 2
3 29 Female 4
4 32 Female 16
5 33 Female 10
6 34 Female 12
7 42 Female 15
8 46 Female 12
9 46 Female 17
10 54 Female 16
11 55 Female 33
12 55 Female 30
13 55 Female 16
14 55 Female 30
15 57 Male 35
Occupational	therapists
1 25 Female 1
2 28 Female 4
3 32 Female 10
4 34 Female 16
5 35 Female 16
6 36 Female 17
7 62 Female 41
Geriatric	specialized	practice	nurses
3 40 Female 8
1 41 Female 10
2 59 Female 13



















3.2.1 | Patients as active participants or 
passive bystanders
First,	when	professionals	consider	 themselves	 the	central	 figure	 in	 the	





patients	want	 to	 be	 actively	 involved	 and	 feel	 obliged	 to	 express	 this	
explicitly.
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professionals	today	are	very	comfortable	fixing	things	
for	people.	 (Geriatric	specialized	practice	nurse	1)
3.2.2 | Conflicting ideas amongst professionals 
in the team




of	 the	patient.	For	example,	some	physiotherapists	 feel	 that	helping	
assistants	from	home	care	organizations	tend	to	“over	help”	patients,	
whilst	physiotherapists	strive	to	activate	patients	to	a	maximum.
















I	 find	 out	 it’s	 not	 true	 and	 I’m	 like,	 huh?	 So	 there’s	













“Doctor	 knows	 best”	 attitude	 can	 cause	 challenges	 between	 pa-
tients	and	other	professionals	when	the	patient	values	the	profes-




ity.	 If	 I	 say	 ‘you’re	allowed	 to	move	around’	and	 the	
patient	tells	me	‘No,	the	doctor	told	me	not	to	move’.	
I	can	jump	high	or	low,	it	won’t	make	any	difference.	
The	 doctor	 has	 a	 higher	 position	 in	 the	 hierarchy.
	 (Occupational	therapist	2)
3.2.3 | Informal caregivers as undesirable 
leaders of the team
Third,	challenges	can	arise	when	informal	caregivers	attribute	a	cen-
tral	 role	 to	 themselves	while	patients	have	different	 ideas	on	 this.	









their	 informal	caregiver	wants	 to	set	 the	care	goals.	
Daughters,	 especially,	 bypass	 their	 parents.	 They	
just	 say,	 ‘I’d	 like	my	mother	 to	walk	 again’,	 but	 they	
don’t	realize	that	their	mother	might	not	ever	be	able	
to	 walk	 again.	 Meanwhile,	 mother	 is	 sitting	 there,	









Some	 informal	 caregivers	 feel	 that	 their	 parent	
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4  | DISCUSSION
In	 this	 study,	we	openly	explored	 the	perspectives	of	patients,	 in-
formal	caregivers	and	primary	care	professionals	on	patient	involve-
ment	in	the	decisionmaking	process	in	interactions	in	primary	care	





Patient	 involvement	 is	a	 relational	process,	 shaped	 in	a	context	of	
reciprocal	 relationships	 between	patients,	 informal	 caregivers	 and	
professionals.6	 Professionals	 do	 not	 often	 consider	 patients	 and	




roles	 in	 the	 care-	provision	 process.3,13,14	 Recognizing	 the	 roles	 of	
both	patients	and	their	 informal	caregivers	 in	 the	 team	could	help	
professionals	 to	understand	and	collaborate	better	with	 them	and	
thus	limit	the	likelihood	of	challenges	occurring	in	their	interactions.









times	 conflicting	 opinions	 of	 multiple	 professionals.	 Research	 of	
Doekhie	et	al	shows	that	primary	care	professionals	have	misaligned	
views	 on	who	 is	 the	most	 important	 person	 in	 the	 care	 for	 a	 pa-
tient.11	General	practitioners	often	consider	themselves	as	the	key	
figure	and	physiotherapists	and	occupational	therapists,	 for	exam-
ple,	 as	 less	 important,	 while	 the	 latter	 two	 professionals	 do	 find	




The	 third	challenge	concerns	 the	 role	of	 informal	caregivers	 in	
the	team,	and	how	they	may	have	a	different	opinion	than	patients	
and	professionals	of	the	(desired)	level	of	patient	involvement	in	the	
team.	 This	 may	 prompt	 informal	 caregivers	 to	 take	 over	 the	 lead	
in	the	team.19	The	expectations	of	patients	and	professionals	on	a	
patient’s	responsibilities	and	abilities	may	be	in	alignment,	but	their	




ers	 and	 professionals	 could	 be	 seen	 as	 a	 scenario	worth	 pursuing,	
doing	so	could	also	mean	that	a	patient	would	prefer	to	be	 less	 in-
volved	 than	 others	may	 think.	 This	 notion	 challenges	 the	 underly-
ing	 assumptions	 of	 current	 health	 policies	 in	 various	 countries.	 In	
Thompson’s	 taxonomy	 of	 patient	 involvement,	 the	 desired	 levels	
of	patient	 involvement	 range	 from	autonomous	decision	making	 to	
noninvolvement	and	the	actual	level	is	influenced	by	the	relationship	
between	patients	and	 their	 caregivers	as	well	 as	 the	patient’s	own	
capacity	 (e.g.	 cognitive	 ability).6	 From	 a	 policy	 perspective,	 patient	
involvement	is	highly	valued	and	should	be	pursued.4,5	Patients	are	
encouraged	 to	make	 autonomous	decisions	 and	noninvolvement	 is	
considered	 undesirable.	 Paradoxically,	 however,	 this	 decision	 may	
also	 include	 patients’	 noninvolvement	 in	 their	 care	 process,	 or	 put	
differently,	 a	 strong	 desire	 to	 place	 decision	making	 in	 the	 control	












also	differs	 in	younger	and	not	chronically	 ill	 patients	and	 is	 also	 in-
fluenced	by	the	quality	of	the	relationships	with	care	providers.6	This	
suggests	that	our	findings	are	still	generalizable	to	other	patient	groups.









actors,	which	 provided	 us	with	 a	 broad	 insight	 into	 the	 sometimes	
conflicting	perspectives	and	expectations	of	all	the	actors	concerned	
with	patient	involvement	in	the	team	decisionmaking	process.
The	 relatively	 low	number	of	 interviews	per	 respondent	group	
could	be	seen	as	a	limitation.	However,	data	saturation	was	reached.	
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4.3 | Implications for practice
Our	study	shows	 that	 (mis)alignments	 in	expectations	of	 the	 roles	
and	responsibilities	of	patients,	informal	caregivers	and	profession-
als	 influence	patient	 involvement	 in	 the	 team.	For	patient	 involve-
































To	 compensate	 for	 hindering	 factors	 such	 as	 time	 constraints	
and	 geographical	 distance,	 role	 clarification	 regarding	 patient	 in-
volvement	could	be	integrated	into	existing	regular	interprofessional	
care-	planning	meetings.	The	use	of	modern	virtual	communication	










sional.	Rather,	 it	 is	 shaped	 in	 the	complex	 interactions	between	pa-
tients,	 informal	 caregiving	 and	 various	 primary	 care	 professionals	
whose	perspectives	of	patient	involvement	may	diverge	greatly.
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the	 appropriate	 methods	 for	 analysis	 and	 results	 of	 the	 analysis.	
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